Sex Disabil (2018) 36:141-148 @ CrossMark
https://doi.org/10.1007/s11195-017-9513-9

ORIGINAL PAPER

The Importance of Sexuality Education for Children
With and Without Intellectual Disabilities: What Parents
Think

Sorah Stein"?® - Taylor Kohut® + Karola Dillenburger2

Published online: 21 November 2017
© Springer Science+Business Media, LLC 2017

Abstract Individuals with intellectual and developmental disabilities (IDD) experience
much higher rates of forced sexual interactions than non-disabled individuals, with inci-
dence ranges from 44% in children (Ballan in J Autism Dev Disord 42:676-684, 2012;
Kvam in Child Abuse Negl 24:1073-1084, 2000; van der Put et al. in J Intellect Disabil
Res 58:979-991, 2014) to 83% in adults (Johnson and Sigler in J Fam Violence 15:95-108,
2000). These incidents may be perpetrated by others with disabilities (van der Put et al. in J
Intellect Disabil Res 58:979-991, 2014) or, more frequently, by caregivers or others known
to the individual. This may be the case because individuals with intellectual and devel-
opmental disabilities (IDD)—especially those with very low IQs—tend to receive little by
way of sex education. This study assessed parental beliefs of sexuality education needs of
children with and without disabilities through an online survey comprised of questions
about the parents, their child, and their attitudes about their child’s sexuality. Results
showed that parents of children with IDD are less likely to believe their children will have
consensual or non-consensual sex before age 18 than parents of children without IDD, but
favor sexuality education for their children, with parents preferring to provide it them-
selves, with the assistance of or through preparation by workshop with a professional.
These finding are discussed in the context of implications for intervention and increasing
options for sexuality education for learners with IDD.
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Introduction

Sexuality education is the process of learning about the physical body and body image,
affection and touch, beliefs and values, and gender identities and gender roles. Sexuality
education begins at birth when parents bathe, diaper, stroke, hold, and cuddle their baby. It
continues as toddlers and preschoolers when parents dress, toilet-train, and teach their child
about his or her body. When children begin to have social interactions with peers, and later
begin to view and be influenced by the media, they learn about sexuality from their peers
and media portrayals of sexual attitudes and behaviors [1]. For children with intellectual
and developmental disabilities, these later childhood interactions and learning opportuni-
ties are frequently diminished, as are opportunities for formal sexuality education.

Most formal sexuality education programming falls into one of two categories; absti-
nence-only, with focus on delaying partnered sex until marriage, and comprehensive
sexuality education, which discusses delaying sex until marriage, but also includes
information about birth control and safer sex practices to prevent pregnancy and sexually
transmitted infections [2]. Comprehensive sexuality education aims to provide accurate
information about all facets of human sexuality, helps develop relationship and other
interpersonal skills, and helps learners to develop skills to navigate relationships in ways
that are fulfilling and safe [1].

Accumulating evidence has suggested that abstinence-only education is not effective in
preventing teen pregnancy and sexually transmitted infection (STI) [2-5]. The US States
that employ abstinence-only education report the highest rates of teen pregnancy and births
while States providing comprehensive sexuality education report the lowest rates of STIs
and teen pregnancy [3, 5]. Comprehensive sexuality education does not only teach about
partnered sexual activities [6, 7], it is designed to help people learn who they are and who
they will become as unique individuals, including information about how bodies work [8]
sex roles, assertiveness [9], and rules of social interactions [10].

Historically, for individuals with intellectual disabilities, there has been a fear that by
providing sexuality education, their sexuality, which, presumably, would have otherwise
remained dormant, will somehow be awakened [7, 11]. Additionally, for some, there exists
a false belief that people with IDD lack sexual interest. This, combined with lack of
expertise, often prevents parents and service providers from teaching appropriate sexuality
education to individuals with intellectual disabilities [7, 9]. The attitudes of parents and
staff members about the sexuality of an individual with an intellectual disability tend to
determine the amount of education he or she receives [12, 13]. Forward-thinking parents
and staff are more likely to provide quality sexuality education, while those who are less
liberal and believe that providing this education will lead to harm, fail to do so [14].

In general, within public education settings, people with intellectual disabilities are
often excluded from sexuality education [15, 16]. Unfortunately, this lack of education
increases, rather than decreases, their vulnerability to sexual abuse and exploitation [17].
People with disabilities are up to three times more likely than those without disabilities to
be victims of physical and sexual abuse and rape, and those with intellectual disabilities are
the most vulnerable [18].

Initiating conversations about sexuality and sexual behavior can be difficult for parents
of pre-teens and adolescents. Such conversations may be particularly problematic for
parents of children with IDD, as sexuality may not be a priority in the face of other time-
consuming educational efforts and interventions or may be deferred due to parental
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reluctance to view their disabled children as sexual beings. Common themes inhibiting
parent—child sexuality communications include perceived threat of sexual issues [19],
parents’ lack of information [19-22], children’s inability to understand the information,
and children’s immaturity [19, 23].

However, early sexuality education can foster independence and prevent victimization
[19]. Pownall et al. [24] interviewed (in person or by phone) mothers of typically devel-
oping children and children with developmental disabilities. The children all had adequate
communication skills to discuss sexuality. Results indicated that mothers were somewhat
reluctant to initiate conversations about sexuality when their children had developmental
disabilities, and, when they did so, it was with less detail than the conversations of mothers
with typically developing children.

The primary aim of the current study was to assess parental attitudes to sexuality and
sexuality education for children with and without developmental disabilities, including
children with and without good communication skills. This is important information for
educators who work with learners of all learning abilities and their parents, but especially
important when seeking to help overcome barriers to sexuality education for learners with
IDD. A secondary goal of this study was to determine how parents of children with IDD
prefer to access sexuality education information in order to best address their needs with
regards to providing this education to their child.

Participants

Participants were recruited via social media (i.e., Facebook), individual invitation, and
e-mail invitation. A total of 71 parents responded to one or more questions posed by the
online survey; 9 participants were removed from further analysis due to incomplete data on
measures of interest. Of the remaining 62 parents, most were female (88.71%; n = 55) and
married or living together with their partner (70.97%; n = 44). Parental age ranged from
23 to 67 years of age (M = 39.90 SD = 9.00). With respect to religion, 46.48% (n = 33)
of the participants were Christian, 19.72% (n = 14) were Jewish, and 30.99% (n = 22)
were atheist or indicated “no religion.” Most parents in this survey reported receiving
biologically-based (41.94%; n = 26) or comprehensive sex education (30.65%; n = 19) as
youths, with remaining participants reporting “other” (12.90%; n = 8), abstinence only
(11.29%; n = 7), or no (3.23%; n = 2) sex education. Thirty parents (48.39%) filled out
the survey from the perspective of parent of a child with special needs and 32 parents
(51.61%) filled out the survey from the perspective of parent of child who did not have a
developmental disability.

Research Tool

The survey tool (access via first author) was developed for this study; some questions were
similar to themes in previous studies [20, 22, 23]. The online survey was hosted by
Qualtrics [25] and comprised of 31 questions, including forced choice, multiple option, and
open-ended responses, that focused on parental beliefs about their child’s likelihood of
experiencing consensual and non-consensual sex, their child’s need for sexuality educa-
tion, the kinds of sexuality education they prefer for their child, and their preferred means
of accessing sexuality education information.
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Procedure

Participants were recruited through an online call for participation, requesting parents of
children with and without developmental disabilities, that included the url for the survey.
Parents viewed an information page and then clicked “Next” to indicate consent to pro-
ceed with the survey. Parents were informed that they could discontinue their participation
at any time and that the data they provided would not be identifiable. There was no time to
limit to complete the survey. No non-parents responded to the survey.

Institutional Review Board approval for this study was provided by Florida Institute of
Technology.

Results

Most parents (88.7% n = 55) approved of some form of sexuality education for their child,
and the proportion of parents who approved of sexuality education did not vary signifi-
cantly by the developmental needs status of their child, x*(2) = 1.68, ns. Specifically,
58.1% (n = 36) approved of comprehensive sexuality education; 16.1% (n = 10)
approved of “Other” sexuality education; 12.90% (n = 8) approved of biology-based
education, 11.3% (n = 7) did not approve of any sexuality education; and 1.6% (n = 1)
approved of abstinence only sexuality education. The ten parents who specified approval of
“Other” sexuality education clarified their selection with following open-ended responses:
“both comprehensive and biology based,” “biology-based with info on contraception and
emphasis on abstinence,” “will be homeschooled, all questions answered honestly,” and
“appropriate to his level of comprehension.”

Parents who had experience discussing the physiological changes associated with
puberty with their children (n = 57) were next asked about the types of preparation tools
that had been used for such discussions using a check-all-that-apply format. Most parents
(56.14%; n = 32) selected books; 38.59% (n = 22) selected Internet; 26.32% (n = 15)
selected friend; and 21.1% (n = 12) indicated that they had consulted a professional.
Relatively few parents selected relatives (8.77%; n =5), or clergy (3.51%; n = 2).
Twenty-three parents (40.35%) indicated that “Other” tools were relied on, and elaborated
on this selection with the following open-ended responses: “combo of above,” “spoke with
spouse,” and many parents replied, “none” or “none yet,” indicating their children were
very young.

Sixty-two participants responded to the question addressing their child’s monthly fre-
quency of masturbation. Of these, 55.17% (n = 16) of parents of children with IDD, versus
75.75% (n = 25) of parents of typically developing children selected “don’t know,” 31%
(n = 16) of parents of children with IDD, versus 27.2% (n = 7) of parents of typically
developing children before selected, “my child does not masturbate” and 13.79% (n = 4)
of parents of children with IDD versus .3% (n = 1) of parents of typically developing
children selected “this many times per month” and indicated 4-30 times per month as their
estimate for monthly frequency of their child’s masturbation.

In response to being asked the number of discussions or skills training sessions the
parent had with their child specific to properly washing genitals, fifty-seven parents
responded with open-ended responses including, “every bathtime,” “He’s only 7-so I tell
him to wash his peepee,” “Umm, whenever it seemed needed,” “lots he is very sensory
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aware and wont go near them,” “a lot in the beginning and showed her how,” and “None—
father instructed as part of general showering sequence.”

While participants generally understood that many persons with IDD are sexually
victimized at some point in their life (range 9-100%; mean estimate = 57.03%), only
28.6% of parents of children with IDD within the present sample believed that their child
might have a coercive sexual experience before the age of 18 (n = 8), compared with
44.8% of 13 parents (n = 13) of parents of typically developing children. Furthermore,
parents of children with IDD were significantly less likely to recognize that their child
could have a consensual sexual interaction before age 18 than parents of children without
disabilities with 28.6% of parents (n = 8) versus 72.4% of parents (n = 21) selecting
‘yes.’

Overall, parents believed their child would benefit from sexuality education, with 89.5%
of parents (n = 51) in the total sample selecting ‘yes’, and only 10.5% of parents (n = 6)
selecting ‘no.” Moreover, despite the low recognition of sexual risk among this group, most
parents of children with IDD (89.3%; n = 25) acknowledged the utility of sexuality
education for their child.

For the question about parental preparedness to discuss sexuality with their child, 84.2%
(n = 48) of parents selected ‘yes’, with only 9 parents (15.8%) selecting ‘no’. Corrobo-
rating this, the top three types of people favored to deliver sex education (57 total
respondents) included the participant themselves (93%; n = 53), the child’s other parent,
(70.2%; n = 40), or a sexuality educator (61.4%; n = 35). For children with special needs,
a medical provider was favored to the same extent as child’s other parent for parents
(57.1%; n = 16).

The three most frequently endorsed resources that parents indicated would be helpful in
providing their child with sexuality education included interactive websites (55.6%;
n = 30), workshop with a professional (50%; n = 28), and book with lesson plans (37%;
n = 20). Parents of children with special needs (64.3%; n = 18) were significantly more
likely (P < .05) to endorse workshops with a professional compared to parents of typically
developing children (34.6%; n = 9). Additionally, parents of children with IDD were less
likely to endorse interactive websites (42.9%; n = 12) than parents of typically developing
children (62.9%; n = 18). Parents of children with special needs (42.9%; n = 12) were
more likely to select videos than parents of typically developing children (23.1%; n = 6).

Fifty-seven parents responded to the question about the most important thing for their
child to know about his/her body. Thirty-three of these parents (57.9%) selected ‘there is
nothing inherently wrong with or defective about his/her body.” Specifically, 50% (n = 14)
of parents of children with IDD selected this option, compared to 65.5% (n = 19) of
parents of typically developing children. Twenty-eight parents (49.1%) selected ‘personal
protection’ with 53.6% (n = 15) of parents of children with IDD compared with 44.8%
(n = 13) of parents of typically developing children, with the highest percentage of parents
of girls with IDD selecting this response. Twenty parents (35.1%) selected ‘health habits,’
with 11 (39.3%) of parents of children with IDD versus 9 (31%) of typically developing
children. Seventeen parents (29.8%) selected ‘privacy skills’; specifically, 10 parents
(35.7%) of children with IDD compared with 7 (24.1%) parents of typically developing
children selected this option. Only 13 parents (22.8%) selected ‘personal pleasure’, 8
(28.6%) were parents of children with IDD including 3 (42.9%) parents of girls with IDD,
compared with 5 (17.2%) parents of typically developing children. Thirteen (46.4%)
parents of children with disabilities versus 5 (17.2%) parents of typically developing
children selected ‘proper hygiene,” with 57.1% (n = 4) of parents of girls with IDD vs.
42.9% (n = 9) of parents of boys with IDD selecting this option.
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Discussion

The present paper reports on an online survey that explored attitudes towards sexuality
education among parents of children with intellectual disabilities and parents of typically
developing children. Seventy-one parents completed the survey. Overall, most parents
were in favour of sexuality education for their child, however, there were some differences
in terms of the curriculum to be covered in this educational activity between the two types
of parents.

Findings reported here confirm the disparity in parents’ perception of risk and actual
risk for children and adults with IDD. Various studies report that 25-83% of individuals
with IDD experience some form of sexual abuse [26-29].) However, only 28.6% of parents
in this survey believe their child with IDD will experience non-consensual sex. Fortu-
nately, over half of the parents of both girls and boys with IDD (57 and 52.4%; respec-
tively) identified learning personal protection as important for their child, indicating that
this is a significant area of focus for these parents.

Ginevra et al. [30] and Holmes and Himle [24] indicate that lower functioning children
with autism spectrum disorders have lower levels of sexuality education and, more
importantly, less knowledge about privacy, thus, they are more likely to undress in public,
masturbate in public, and engage in inappropriate touch of others. Corona et al. [31] report
that parents are concerned about their children’s knowledge about privacy related to sexual
behavior and the rights of others, and state that their children touch themselves and others
in public. The current survey indicates that 35.7% of parents of children with IDD want
their child to learn privacy skills, confirming that parents are aware of these issues and
concerned about the appropriateness of their child’s sexual behavior in public contexts.

Pownall et al. [32] indicate that sexuality education is most valuable as a proactive
strategy versus a crisis response. Isler et al. [20] and Pownall et al. [32] suggest that parents
have primary responsibility for sexuality education and, oftentimes, require support to
provide it. Thus, providing parents with the necessary information and tools to support
their children with IDD in the area of sexuality education is an important area of inter-
vention for medical providers, mental health professionals, and sexuality educators.
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